Background: Young adults with childhood-onset disabilities experience challenges with accessing age appropriate primary health care services as they transition from pediatric to adult health care services. They often experience a negative impact on their health with associated longterm health and social concerns, disease complications and increased use of emergency services once transitioned to adult services. This is particularly challenging for youth with cerebral palsy (CP) due the complexity of their medical needs. The aim of this study was to explore experiences with accessing or providing primary care services for transitioned-aged young adults with CP from young adult, parent, pediatrician and primary care physician perspectives. Methods: A qualitative descriptive design was conducted to identify the challenges and facilitators for transitioned aged young adults with accessing primary, adult care services. Semi-structured interviews were conducted with 16 participants within the circle of care (4 adults with Erin McCarvill: Bridgepoint Family Health Team, Toronto, ON, M4K 2N1, Canada CP, 4 parents, 4 pediatricians and 4 primary healthcare physicians) for individuals with CP in Toronto, Canada. Interviews were audio-recorded and transcribed verbatim. Qualitative analysis guided both the data collection and the data analysis processes. Results: Data analysis revealed that all participant groups reported transition challenges with respect to accessibility, the suitability of some primary care environments for caring for individuals with complex care needs, gaps in seamless care, and limited time and funding when receiving or providing primary care services to young adults with CP. Discussion: There is a greater demand for adult healthcare providers now to deliver services for adults with childhood onset disabilities. Transition-aged young adults with CP and complex medical needs have increased challenges with accessing primary care services. Considering the following would improve primary care services transition for this population with complex medical needs: ongoing partnering between pediatric and adult health care streams to promote seamless care; connection to team-based primary care services where family physicians, subspecialties and interprofessional practitioners work together to provide joint care planning; salary compensation for increased service needs due to medical complexity; accessible sites; and development of guidelines for transitioning youth/young adults with complex care needs.
Introduction
Health care advances have resulted in an increased life expectancy of individuals with childhood-onset chronic conditions [1, 2] . The continual improvement in health outcomes for children with disabilities, such as cerebral palsy (CP), has yielded a transitional period from pediatric to adult care. As a result, there is a greater demand for adult health care providers to deliver services for chronic disabilities that have historically been limited to childhood [2] . The transfer of care typically occurs at 18 years of age for the general population, youth with complex care needs undergo a broader transition process between the ages of 12 and 25 years with interplay between pediatric services and adult care [3] .
CP describes a continuum of conditions related to movement, posture, and coordination [4] and may be associated with cognitive impairment and seizures [5] . Children with CP receive coordinated, interprofessional care from pediatricians and other health specialists to meet their needs. As they approach adulthood, the transition trajectory from pediatrics to adult care can be characterized by poor continuity of care with gaps in primary care services [6, 7] a decline in health when adult services commence, and an increased use of emergency services [8, 9] . This is particularly concerning given that longitudinal studies have shown that age-related changes occur at an accelerated rate in this population [10] , and in many cases, the severity of disability begins to rise in adults during their late 20s and early 30s [11] . Furthermore, young adults and their families may experience emotional stress while they transition [12, 13] .
Several studies have been conducted focusing on aspects of the transition from pediatric to adult health care services in young adults with childhood chronic conditions [1, 7, [12] [13] [14] [15] [16] [17] [18] [19] [20] [21] [22] . In the quantitative literature, studies have primarily collected survey data from the perspective of one stakeholder such as family physicians [19] , youth [14, 18] , and parents [16, 17] , and one longitudinal study surveyed youth-parent dyads [13] . In the qualitative literature, studies have taken single-and dual-perspectives to understand the transition process through observation of youth [7, 12] , adult physicians [21] , multiple health care providers [1] , and youth-parent dyads [22] . In two qualitative studies, multiple health care professionals were interviewed as well as families; one of these studies conducted focus groups with young adults, family members, and health care providers to examine the barriers and facilitators of transition for a sample of young adults with several diagnoses [20] , while the second conducted in-depth interviews with young adults, parents, and pediatric health care providers to explore the influence of social and spatial aspects of the transition [15] . Within this body of literature, only two qualitative studies focused exclusively on youth with CP [1, 7] . While several studies have been conducted in the context of child-onset disability, very few have obtained an in-depth perspective of all stakeholders' experiences including both pediatric and adult physicians and with varying degrees of experience over the transition for adults with CP.
The transition period is influenced by the level of family/social support, availability of effective community resources and interested, knowledgeable primary care providers [5] . The overall aim of this study was to gain a multi-perspective, in-depth understanding of the experiences of young adults with CP, parents, pediatricians and family physicians regarding the transition from a pediatric care to the adult primary care setting for transition-aged youth with CP. The goal was to highlight the salient aspects of the transition and to elicit the elements that were important to young adults and physicians throughout the transition trajectory, and particularly for those young adults who had the highest care needs on the CP continuum. In this study, we focused on the transfer of physician care as the primary care medical provider and the first access point to necessary health services.
Methods

Study design
This study implemented a qualitative descriptive design [23] to allow for an in-depth exploration of the perspectives of young adults with CP, parents, pediatricians and family physicians within the transition trajectory from a pediatric to adult care. A qualitative descriptive design draws from the principles of naturalistic inquiry that of studying experiences as close as possible to their natural state [23] . This methodological approach allows participants to share their experiences using their own words, permits a comprehensive appreciation of a health care phenomenon [23] and thus, is appropriate for this study because of the multi-perspective nature of this complex transition process.
Sampling and setting
Participants were recruited from November 2015 to February 2017 utilizing a purposeful sampling strategy with the aim of recruiting 16 participants with a variety of perspectives and experiences with transitioning primary care services [24] . Young adult and parent participants were purposefully selected based on the following criteria: young adults with CP Gross Motor Function Classification System (GMFCS) IV/V, aged 18-30 years who had initiated or recently completed a transition to a family physician. GMFCS is a descriptive five level severity scale classifying gross motor functioning for individuals with CP. Level IV and V indicate the most limited gross motor abilities with the need for assistive devices such as power/manual wheelchairs [25] . Pediatricians who provided primary care to individuals with CP were eligible and family physicians with or without experience providing primary care services to individuals with CP were eligible.
Young adults and parent participants were recruited through flyers posted at a local adult rehabilitation centre, via local CP parent monthly meetings and on a provincial CP website. All young adults and parents in this study received rehabilitation services at the largest pediatric rehabilitation hospital in Canada. The hospital is located in an urban center in the most densely populated area within the province of Ontario. Approximately 8300 children with disabilities receive inpatient and outpatient care, with over 54,000 outpatient visits annually [26] . Pediatrician participants were recruited from a group of pediatricians who provide community support to clients (with CP GMFCS IV to V), who were also receiving services at the local rehabilitation centre. Family physician participants were identified via a review of a public list of family physicians in the Greater Toronto Area, through networks of family physicians associated with two nearby adult health services as well as through regional/provincial physician-based committees. Snowball sampling was also utilized for the recruitment of family physicians, whereby physicians referred other physicians with varying levels of expertise in caring for individuals with CP [27] . Participants provided written consent prior to their study participation. Ethics approval was obtained from the institute's ethics review board prior to study commencement.
Data collection procedures
A research assistant trained and experienced in qualitative interviewing conducted one interview with each participant using a semi-structured interview guide that was developed by the research team for the purpose of this study. Young Adult participants were asked to report their experience with the transition and the physician care that they had accessed. Individuals who had not yet completed their transition from pediatric care were asked to describe their intended care path trajectory. Individuals who had already transitioned fully to adult care were asked to describe their experience as well as the supports and resources they used for their transition. Parent participants were asked to provide information about the physician care that they have accessed for their young adult with CP. They were asked to describe their experience with transitioning their young adult from pediatric to family medicine and to reflect on factors that affected the transition. Physician participants received a fictional case scenario ( Figure 1 ) by email/fax 1 week prior to the scheduled interview to allow time for care considerations of the case in advance. Physicians were asked to reflect on this case at the time of their interview to provide context on the care needed for youth/young adults with CP. Pediatricians were asked to describe their experience in transitioning young adults with CP from their care environment into the adult family medicine context, and to consider factors they perceived to support/hinder the transition process. Family Physicians were asked to provide information about their practice, to describe their experience (if any) in providing care to adults with CP and describe factors to consider when accepting young adults with CP into their practice setting.
The length of each interview was determined by each participant and lasted between 10 and 50 min in duration. Interviews were conducted face-to-face in the local rehabilitation hospital setting or by telephone. The interviews were audio taped. Data were transcribed verbatim, de-identified to ensure the privacy and confidentiality of participants and the transcripts were verified and then analyzed with the assistance of qualitative analysis
Case description
Lily is a 16-year old adolescent girl with spastic cerebral palsy. The severity of her condition is classified as Level IV using the Gross Motor Function Classification System (GMFCS), as such she requires assistance with her mobility Lily uses aa powered wheelchair with the aid of a head switch most of the time and has ankle-foot orthotics (AFO's) to support stability when utilizing a walker with assistance. She requires assistance from others for all activities of daily living. Lily currently does not have a family physician and sees a pediatrician in the community for all of her primary healthcare concerns and medical needs. Her main medical concerns are: tone management, constipation, hip subluxation, reflux and low weight. She eats a soft diet orally, has been found safe to continue oral feeding but does tend to take extended periods of time to consume her meals. She is non-verbal, has had a psychoeducation evaluation completed and has been identified as a slow learner. Lily's parents are concerned about what they will do about her medical care once she reaches the age of 18 years and cannot continue visiting your office. software (NVivo 10). Demographic questions were completed at the start of each interview for all participants. All participants received a $50.00 gift voucher at the completion of the interview.
Data analysis
Content analysis [28] was used to identify key concepts, cluster key concepts into categories, and to revisit these categories to refine them. Content analysis allows for the construction of categories containing data that represent similar meanings to provide insight into the phenomenon of interest [28] .
Based on the analysis methods, study investigators independently reviewed all of the transcripts and highlighted emerging codes [28] . The research team discussed early codes to ensure that emerging ideas were consistent across the team members and to assist with highlighting codes and potential categories for each subgroup. General categories within each of the four groups of participants were first elucidated. The method was used to refine categories while engaging in a coding process that incorporated initial open coding and later more focused coding. We examined similarities and differences between the four participant groups, using a cross-group analysis procedure [29] . An audit trail was maintained to document methodological decisions and contextual notes [30] . Trustworthiness was enhanced through investigator triangulation [31] such that the research team possesses a range of knowledge regarding CP, healthcare transition services, service delivery and qualitative inquiry and analysis. We engaged in a process of member checking by presenting the preliminary categories back to the original interviewed primary care physicians, along with a feedback form asking them to confirm the accuracy or trustworthiness of the themes based on their clinical experience [32] .
Results
In total, 16 participants participated in the study: 4 young adults; 4 parents; 4 pediatricians and 4 family physicians. There was one youth-parent dyad, thus a total of 7 young adults are represented in our sample. Demographic data for the young adults (n = 7) are summarized in Table 1 . The median age of the young adults was 20 years. Five of the young adults were classified with GMFCS IV and two were GMFCS V. At the time of the interview, 2 young adults were cared for by a pediatrician (Young Adult [YA] 4, Parent [P] 2); and four were cared for by a dedicated family physician (YA1, YA2, YA3, P1). Two reported using a combination of ambulatory care services, walk-in clinics and Emergency Department (P1, P3), and two were on a waitlist for a family physician or a Family Health Team (FHT) (P2, P3). One young adult participant was receiving care from a FHT at the time of the interview. In Ontario, FHTs are primary health care organizations that include an interdisciplinary medical team (family physicians, nurse practitioners, social workers, etc.) working collaboratively to provide primary health care in their community [33] . The transition trajectory started from 16 to 21 years of age and lasted 2-4 years.
The characteristics of physicians are summarized in Table 2 . The pediatrician (PED) participants worked in private practice settings (n = 3) and/or hospital setting (n = 1). The family physician (FP) participants worked in private practice (n = 2), a FHT (n = 1), and a Community Health Centre (CHC) (n = 1). CHCs in Canada are nonfor-profit organizations providing primary healthcare and health promotion programs for individuals within heightened communities [34] . Two FPs who worked in private practice reported that they were "completely prepared to care for individuals with CP", whereas those FPs in CHCs and FHTs were moderately and not at all prepared, respectively. All 4 PEDs reported "complete preparedness".
Participant narratives provided context-rich data regarding the experiences parents and young adults had with accessing and attempting to access primary care services and physician experiences with transitioning and/or providing care to and for young adults with complex medical needs. Aspects of the environment that were essential to facilitating the transition and challenges that were confronted during the provision and receipt of services across these care settings were described. Additionally, parents and physicians provided recommendations for what they believed young adults with CP needed to maintain consistent, quality care, improve experience outcomes, and assist with a seamless care transition from pediatric to adult care.
Four main categories emerged from the data analysis and described how participants perceived and experienced the transition trajectory. Below, these categories are described and quotations from all participant groups are provided to illustrate and validate the meaning of each category.
Category 1: physical space of care environment
This category represents the physical space of the health care environment in terms of navigating the clinic space and accommodating young adults with physical disabilities during appointments. Specifically, physical barriers that exist when caring for individuals CP who require mobility devices, assistance with transfers, and accessible office/clinic areas were described by participants.
Both physician groups highlighted how the use of mobility devices (wheelchairs) posed potential spatial challenges in providing care within their practice setting. Two of the family physicians reported that their private practice setting was not able to accommodate an individual with a physical disability. One of them reported the need for specialized space for physical accommodation and accessibility, which his office did not have: "You certainly have to accommodate the likelihood of a physical disability on an ongoing basis, which means you need not only wheelchair access but automatically opening doors. You need probably several wheelchair accessible washrooms". (FP1) "Examination rooms may require special equipment, and allow patient flow to accommodate a much more complex interaction". (FP2) Parents also reported that the physical layout of the physician offices were not accessible. One parent explained how this lack of accessibility was a factor in determining how often her son was seen by the family physician: "The doctor's office is not wheelchair accessible and the doctor is not willing to put in the ramp. So, he [her son] hasn't seen his doctor for a while". (P2) In addition, parents described the lack of accessibility of the assessment rooms within the primary care setting. One parent explained how her daughter's family physician was unable to complete a full assessment due to a lack of appropriate space and equipment: Furthermore, this parent described her telephone conversation with the receptionist when she was first searching for the appropriate family physician environment for her daughter:
"They [receptionist] said that they do. . . that was their specialty -that they saw adults with disabilities and they said that they were fully accessible and they said that they had a ceiling track lift and the proper 
Category 2: continual access to necessary health care services
This category represents the level of experience of pediatricians and family physicians had with caring for individuals with CP; including having the knowledge of the health care services that exist within the adult context that are required to provide appropriate care to adults with CP. All four pediatricians discussed that they were willing to care for their patients past the age of 18 to promote a successful transition into adult care, without gaps in care. All of the parents and young adults reported that they vacillated between pediatric and adult services and that the transition was not an absolute process. The pediatricians discussed how it was challenging to find family physicians who were willing to accept young adults with complex care needs; one stated: "There's a shortage of family doctors who are willing to take on these patients". (PED2)
In addition, pediatricians expressed their lack of established connections to adult care, specifically services for consultation, as they continued to care for young adults over the transition trajectory. For example, one pediatrician explained the challenge when he continues to care for young adults:
"Where I find it uncomfortable is when they need access to the adult services for medical issues. . . it's just that I'm just not as familiar with the adult services". (PED4) Both physician groups discussed their concern regarding their lack of connectedness to necessary adult medical services for adults with complex disabilities. This lack of relationship made it difficult for them to help their patients to access and navigate necessary adult health care services. Pediatricians reported that they were concerned about their lack of connection with adult based specialty health services (e.g. specialists, rehabilitation services, equipment, etc.). Furthermore, pediatricians explained that family physicians did not have a coordinated model of care that involved an interprofessional team∖one-site care, a model that exists in many pediatric settings. One pediatrician stated: "It's very difficult for a primary care physician who is in practice on their own to be able to provide all that care. If there was a nice connection to resources in the community, that would be even better. So you know. . . they say they know this practice cares for individuals who have additional needs. They are linked up with specific programs so that everything can be put in place. I think that would be ideal". (PED3) Similarly, family physicians reported the same concerns. One family physician talked about the multiple aspects of the services required by individuals with CP and that having an interprofessional team that would work together to provide care would be necessary: "I would definitely want to have some kind of assistance with certain things like either an occupational therapist or somebody whom is better able than I am to interact with on-going things like at home and needs for ankle or foot orthotics and that sort of thing. I'm not super comfortable with that aspect of it. I wouldn't be comfortable if I was working on my own but because I have the support of an OT and social worker, you know people who can help me navigate through, I would be comfortable with that. So basically having more [FHTs]". (FP2) Two family physicians who had experience working in group homes (FP3, FP4) expressed more comfort with the care of individuals with CP. Group homes are residential living arrangements funded by the government in Ontario, that support individuals with developmental disabilities and special care requirements [35] .
One family physician stated:
"So I did some extra training in working with adults with disabilities. So during my year of extra training I managed a couple of group homes. I was the primary care doctor. So a lot of people had cerebral palsy there". (FP3) Another stated: "Actually most of them (previous clients with CP) were the ones in the group home. This was a practice that I worked at from 1997 until 2006 and then I do locums for different doctors so I would. . . go to their offices. And there was a second practice where I did a locum for just a 2 month period where again the doctors had an arrangement with a local group home with adults with disabilities. So I had a quite a number of them that had significant cerebral palsy that were cared for by caregivers". (FP4)
Young adult participants expressed their hope that they have a care provider who had knowledge and expertise in CP care. They reported the characteristics that they believed to be important in their new family physician. One young adult who had transitioned to a FMT stated: 
Category 3: essential cooperation and communication to facilitate transition
The seven young adults all utilized a combination of pediatric and adult based health care services over the trajectory. All participants' narratives indicated that the most successful transitional period evolves over time and consists of ongoing communication between the pediatrician and the family physician as the transfer of care occurred. Furthermore, cooperation between the pediatrician and family physician was described as being an essential element of the transition; the importance of this was explained by a family physician:
"I also think that this is something that a primary care or a family doctor would start very early in the process of caring for the patient. So while they are still in the pediatric system and they have all their specialists and whatnot they're starting to see their family doctor even episodically or for an annual check-up.
So that the family doctor is more familiar with them and it helps to start to collect information before that hard cutoff limit when they are too old for all the pediatric stuff". (FP3) Parents also reported that a successful transition process required time and they appreciated when they were given time and flexibility. For example, one parent stated: "The [Pediatrician] was very nice and said: 'you don't have to rush' ". (P1) Young adults and parents explained that the new physician taking over their care had to be the "right fit". Parents reported that they were cautious and that choosing a family physician was a process that took careful consideration. One parent expressed this: "Not sure that I would be comfortable transitioning to just any 'old' family doctor". (P1) Pediatricians described the experience of the initial contact at the beginning of the trajectory while finding an appropriate family physician. Specifically, they reported that they initially communicated with the potential family physician to ensure information was received thoroughly. One pediatrician explained: "Actually 100% of the time I will call the [family] physician and say: Here is this kid, here are the aspects that the parents have taken on". (PED4) Another pediatrician explained generally how he maintains contact with the family as the transition begins: "Some of the initial meetings [with family physicians] are just to make sure that it is a good fit and then they [family] can always come back and talk to me about what their experience was meeting that particular doctor". (PED3) Three family physicians explained how the communication, coordination and overlap between the pediatrician/specialists and the family physician are essential during the transition:
"At least connect with the family doctor, start having visits there; start transferring information and you can even have some period where simultaneously you're seeing still your pediatrician. . . then fully transition to the family doctor". (FP3) "I think it's very important to have very good transition communication in terms of what their health history is. Because often times we have a very limited summary of their own previous health history. So things like surgery, long-term hospital stays, treatment plans and that sort of thing. But also what I find really helpful again especially from a specialized practices like 'X' would be to get sort of a prediction or. . . prognosis of what is expected for their health conditions. Recommendations for how often they should get certain types of assessments or reassessments can be really helpful for us because especially somebody with limited knowledge or experience like I do". (FP2) "If I ever had an issue or question I could always call the doctor [pediatrician] and he/she would call me back. So it was very much a back and forth, close contact, we were part of the team and they respected our role and we didn't worry about to have access to them when we needed their expertise. A key factor was the consultation notes -if they had specific follow-up info -i.e. do this lab test every 4 weeks, see the child weekly and measure weight/BP etc., order this test regularly or if this symptom occurs consider ordering this test." (FP4)
Category 4: time requirements to meet complex care needs
All participants reported that the time requirements of appointments for adults with CP are demanding for family physicians. The young adults and parents discussed the importance of family physicians having enough time during their appointments to meet their needs. One young adult stated that the most important aspect to him about his new family physician was to "Have enough time to answer any questions". (YA1)
The pediatricians and family physicians discussed that they were concerned about the family physicians having enough time to address the complex care needs. One pediatrician stated: "It's very difficult for a primary care physician who is in practice on their own to be able to provide all that care. . . It's really a lot of time and it's very resource intensive to coordinate that care". (PED3) One family physician compared the need requirements for a patient with CP to patients without: "This would be probably the equivalent of two or three patients to take on. . . two or three average patients". (FP1) Pediatricians, family physicians and parents reported that they believed that family physicians should be compensated financially for the increased time required to care for this group of young adults. One family physician stated: "I'm paid by salary so I can take the time I need to see a patient, but for doctors who are paid in a fee for service way, they would need to have a funding model that allows them to bill all differently. The time to do an adequate visit -but also they need to be remunerated for it. There has to be something in the payment system that allows doctors to take the extra time they need to spend with patients [with CP]". (FP3) Similarly, one parent stated: "From a financial perspective they're not making any more money if they see someone without a disability vs. a person with a disability. So what's the motivation for them to take a disabled person? Perhaps they need to pay them a little more if they're seeing someone with a disability because they're using up more time". (P1)
Discussion
This qualitative study describes the experience of transition from pediatric to adult care health services from the perspective of young adults with CP GMFCS levels IV and V, parents, pediatricians, and family physicians. Four categories are identified from the data and each category represents narratives from all participant groups. Herein, we compare our results to studies conducted with young adults with CP as well as other childhood onset chronic conditions.
The spatial environment and physical access of the care environment was identified as an important element. The physical layouts of clinics were perceived as either a barrier or a facilitator to the transition process. Care spaces that were not designed to accommodate the needs of adults with disabilities were viewed as a barrier, whereas clinics that enabled accessibility and independence were viewed as facilitating. Similar findings have been reported in the literature. Morrison (2008) conducted focus groups with family physicians and adults with physical disabilities identified several barriers to primary care including poor physical access to clinics and inadequate equipment to facilitate exams [36] . Furthermore, family physicians that had appropriate equipment (an adjustable examination table) reported lack of additional staff or a transfer mechanism for adults with physical disabilities [37] . In another qualitative study with adults with spina bifida and muscular dystrophy, parents and adults reported that physical accessibility often posed difficulties for accessing adult services [15] . In addition, poor physical access to care has been shown to be associated with unmet needs in adults with physical disabilities [38] .
Continual access to necessary health care during the transition was perceived as being essential in our study. Several aspects of the transition process were thought to contribute to disruptions in care including difficulty locating family physicians willing to accept care, lack of experience accessing adult subspecialties and concerns related to the family physicians' knowledge/expertise with care of individuals with CP/disabilities. These challenges were also reported in a previous qualitative study where families reported that they had been confronted by health care providers who were unwilling to accept patients with complex conditions [15] . Previous studies of youths with CP and other disabilities have shown gaps in access to specialists and other health professionals during the transition [7, 19, 39] . The transition to adult care for individuals with CP has been characterized by pediatricians in a previous qualitative study as a series of multiple, disjointed transitions between different services with limited coordination [1] . Furthermore, health care providers, family members and young adults have reported that the pediatric system was better organized, with established relationships, easy access to specialists and community resources [1, 7, 20, 36] . In another qualitative study with young adults with childhood onset disabilities (including CP) they reported that young adults had difficulty accessing rehabilitation services in the adult setting [39] . Furthermore, family physicians have reported a lack of consultation support guidelines when referring adults with physical disabilities to specialists [37] .
The level of training and comfort of the family physician in caring for individuals with complex disabilities was discussed in our study. In two previous qualitative studies, youth with disabilities and their families reported having difficulty finding adult providers who had the same expertise and training as their pediatric physician [15, 20] . Lack of training in caring for adults with childhood-onset physical disabilities has also been reported in previous qualitative studies of family physicians [19, 36] , and adolescents have indicated concern about the availability of specialist expertise when transitioning to adult care [12] . Finally, family physicians reported in another qualitative study lack of expertise in caring for adults with severe physical disabilities due to minimal training with this patient population and limited clinical opportunities to develop expertise [37] .
Communication between pediatricians and family physicians was identified as an essential aspect of the transitional trajectory. Previous studies using both quantitative [40] and qualitative methods [7, 20, 36] , have cited poor communication as a barrier to transition. A qualitative study of youths with CP demonstrated that they lacked confidence in the ability of adult health care providers to receive and integrate information about their complex needs from pediatric providers during the transition [7] . Another study of pediatricians showed that they received limited communication from adult health care providers about the outcomes after transition [1] .
The intensive time and resource requirements to meet the needs of young adults with disabilities was discussed in this study. Young adults reported that they worried there would not be sufficient time in their appointments with family physicians, while physicians and parents suggested that family physicians require compensation for the extra time required. Previous studies have reported that primary care physicians had limited time and insufficient resources to meet the complex needs of adults with disabilities [36, 37, 40] , as well as limited remuneration [37] . Interestingly, limited funding and insufficient resources needed to meet the needs of complex care patients is a common issue faced by primary care providers in countries with different health care structures: France [40] ; USA [19, 36] ; Canada [7, 41] .
Implications
The findings from this study have implications for future care approaches, service and funding models, and highlight the need for further research. There is a need for improved coordination between the pediatric and adult health care to ensure that youth with childhood-onset chronic conditions continue to have their needs met when transitioning to the adult system [6, 42] . The differences between the pediatric and adult care settings has been explained by the level of family involvement, type of support and decision making: pediatric care is family focused and prescribes care within an interprofessional team approach while adult care is patient focused without the same resources [43] . Although some specialized transition programs have been implemented for tertiary acute care and rehabilitation settings [6, 44, 45] , not all youth have access to these. In Canada, the majority of transition programs focus on supporting individuals with chronic conditions (e.g. diabetes, cardiac) and/or physical disabilities with targets on self-directed care and advocacy [46] . When youth have more multisystem chronic conditions with severe disabilities and medical complexity, there is a high possibility of gaps in medical care and continuity that could result in physical and mental health decline. Further research into the design, implementation and evaluation of transition programs for individuals with complex medical needs is necessary.
Ongoing partnering between pediatric and adult healthcare streams to promote seamless care and improve service transition is needed. This population may benefit greatly from a team approach where family physicians and subspecialties work together to provide joint care planning. Primary adult services, in the form of FHTs and CHCs, may be the most appropriate starting point.
In these particular practice settings, interprofessional practitioners are accessible, sites have relationships with other subspecialty services, clinics are physically designed for accessibility, and physicians receive salaries ensuring compensation for time devoted to this population.
It is essential that guidelines for transitioning youth with complex care needs be developed to support the transitional trajectory. Various societies and organizations in Canada have developed transition guidelines [47, 48] . These guidelines provide clinical and system level recommendations and emphasize elements such as individualized care, transition planning, coordinated transfer of care, stakeholder communication, family education, and comprehensive referral writing. The subsequent step from these guidelines and other similar guidelines is to ensure that these guidelines are implemented by programs and physicians and evaluated on a regular basis to improve effectiveness. These guidelines tend to provide recommendations based on the assumption that young adults have been successful in identifying and registering with a family physician equipped to accept care. The development of linkages and partnerships with family physicians who are open to accept care, have accessible office space to accommodate physical disabilities, experience and expertise in care for individuals with CP and other physical disabilities is essential in the transition to adult services for this population.
Limitations
This study was conducted with a relatively small sample size in each subgroup. Interviews were conducted with English speaking participants; however, the recruitment site exists within an ethnically diverse city. The study sample was recruited from one city and thus the data may reflect the experience of young adults in one city/one country. Therefore, this sample may not be representative of the general population of young adults, parents and physicians who care for young adults with CP. However, this study provides an in depth view of youth who have complex care needs (GMFCS IV and V) and provides insight into those who are at most risk of morbidity while being the least able to access care. Previous research addressed less complex populations.
Conclusions
To our knowledge, this is the first study to explore experiences of multiple family and medical professionals for a sample of adults with CP. This population of adults has complex challenges including multiple care needs which may contribute to the challenges of transitioning into adult care. An understanding of the challenges and supports experienced by participants provides awareness of needed improvements in the health care transition process for youth with CP, thereby reducing negative health outcomes. Findings suggest that this transition is multi-faceted and requires further attention by healthcare service providers. Interventions that are aimed at ensuring a seamless transition are required to reduce gaps in care, ensure consistent therapy, and reduce emotional stress.
